The Swedish National Board of Health and Welfare database of rare diseases contains detailed documents describing over 250 rare diseases, and new texts are constantly being produced. There are currently more than 500,000 Swedish and international visitors every year, and the figure is constantly rising. People with rare diseases and their families, parent and patient organisations, professionals, researchers and public authorities are all regular users. The database is freely and easily accessible to all at <http://www.socialstyrelsen.se/ovanligadiagnoser>.

The Swedish Information Centre for Rare Diseases is the organisation commissioned by the Board of Health and Welfare to produce this material. The Information Centre is in regular contact with the most prominent Swedish specialists with expertise in rare diseases and works closely with them to produce the texts, ensuring that the documents are as clear and easy-to-read as possible. Patient and parent organisations supplement this information and a scientific advisory board reviews all documents before they are published. The texts are continually updated and revised. The information produced is available on-line but also in the form of printed pamphlets on specific diseases.

The Information Centre also serves as a helpline and a source of guidance to those directly or indirectly affected by rare diseases. It aims to increase awareness and understanding of these disorders not only by offering descriptions of the diseases, their symptoms, causes and treatment, but also by providing advice on habilitation, and information on relevant psychological, social and educational implications.

The Swedish Information Centre for Rare Diseases is run under the auspices of the Sahlgrenska Academy at the University of Gothenburg. It is funded by the Swedish National Board of Health and Welfare.
